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Opranusanus-paspadoTumnk: Pecnybnukanckoe rOCYJapCTBEHHOE
MpeaNpUsITHEe Ha TpaBe XO3JWCTBEHHOro BeacHUs «PecmyONuKaHCKUM IIEHTP
pa3BuTUA 3ApaBoOXpaHeHUs’» MMUHHUCTEpPCTBA 3ApaBooXpaHeHus PecnyOiuku
Kazaxcran.

Muccus

Pazeumue mayuonanvnoti cucmemvl 30pagooxpaneHus U NO8vlUEHUE ee
KOHKYPEHMOCHOCOOHOCU 8 Mupe Nymem Memoo0a02ULeCK020 CONPOBOIHCOCHUS.
NPUHUMAEMBIX 8 00aaCmU 30PABOOXPAHEHUS PeUleHULL.

Bunenue

Cmambv  NpusHAHHOU  DKCHEpMHOU  opeaHuzayuei 8  2100AIbHOM
30paBoOXpaHeHul.

Ha 6aze PILIP3, ¢ menbio pa3BUTHS 3JEKTPOHHOTO 3pPAaBOOXpPAaHEHUs ObLI
co3gad Otnen craHgapTU3alUU DJIEKTPOHHOTO 3/ApaBooxpaHeHus. OCHOBHBIMU
3a/layaMu OTJiesia SIBJISIOTCS:

* o0ecrnieueHre pa3pabOTKK CTaHIAPTOB, PETVIAMEHTOB, PEKOMEHIAIINM,
METOJMYECKHUX MOCOOMI M IPOSKTOB HOPMATHBHBIX MIPABOBEIX aKTOB IO BOTIPOCAM
AJNEKTPOHHOTO 3/IPaBOOXPAHCHHS,

* CcoleWCTBHE BHEAPEHUIO CTaHAAPTOB, PEIrVIAMEHTOB, PEKOMEHJAIUH,
METOJIMYECKUX TI0OCOOMH UM HOPMATUBHBIX TIPABOBBIX AaKTOB IO BOIPOCAM
ANIEKTPOHHOTO 3/[PaBOOXPAHEHUS B OpraHU3aIUsaX 3/1PAaBOOXPAHEHUS;

*  MOHHUTOPHHI, OILIEHKa U TEepecMOTp CTaHIapTOB, PETJaMEHTOB,
pEKOMEHJaIui, METOIMYECKUX IMOCOOUA M HOPMATUBHBIX MPABOBBIX AKTOB IO
BOMPOCAM AJIEKTPOHHOTO 3/[PaBOOXPaHEHUS;

* OCYIIECTBJICHHE NEATEIHLHOCTH TEXHUUECKOTO KOMUTETA 0 CTaHAapTU3aIUU
AIEKTPOHHOTO 3/[PaBOOXPAHCHHUS;

KouduaukTt nuarepecon
ABTOp 3asBJISIET, YTO Y HETO HET MPO(ECCHOHAIBHBIX HIIM KOMMEPUYECKUX
WHTEPECOB, UMEIOIIMX OTHOIICHHUE K JTaHHOW aHATUTUYECKOM CIPABKE.

KauecTtBo M 3KcnepTHasi oueHka: /[aHHas aHanUTUYeCKas CIpaBka OblLia
MPOPEIEH3UPOBAHA IKCIIEPTHBIM COBETOM PecrmyOIMKaHCKOTO IEHTpa pa3BUTHS
3npaBooxpanenust M3 PK.

AsTtop Policy Brief: EpbonaroBa Mapyxan HypinaHoBHa — HauaIbHHK OT/CIIA
CTaHIAPTHU3ALMU IEKTPOHHOTO 3ApaBOOXpaHeHusl. MarucTp rocy1apcTBEHHOU
ITOJIUTHUKMH.

KonrakTbel: marzhan.yerbolatova@gmail.com
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AOCTPAOKT

Ha cerogusiminuii 1eHb, B paMKax MpoieccoB MUGpOBU3AIUU B 1IETIOM, U B
JaCTHOCTHU CHUCTCEMbI 3APABOOXPAHCHUS, BO3HHKAIOT BOIIPOCHI IIO 00eCIIeUeHHIO
COXPaHHOCTH, KOH(UJICHIIMATBLHOCTH U JIETETUMHOCTH JOCTyNa W BO3MOXXHOCTHU
nepeayu MepcoHaIbHbIX MEIUIIMHCKUX JAHHBIX B MH(DOPMAIIMOHHBIX CHUCTEMAaX.
OpnHako, Tekylllee 3aKOHOJIATENbCTBO B CTPAHE YETKO HE PEryJIMpyeT BCE ITHU
BONIPOCHI, B YaCTHOCTH KacaTelIbHO IOJY4YeHHUsl corjiacus Ha coop, oOpaboTKy
JAHHBIX O 3J0POBbE TpakaaH. BBHUAY NMOTEHLMAIBHBIX BBITOJ, KOTOPHIE MOMKET
o0ecrnieunTh aHadu3 JAaHHBIX O COCTOSIHUM TpaXJaH B MaciiTabax CTpaHbl,
H€O6XOIII/IMO 3dKOHOJATCIIBHO 3aKPCIIUTH MOAXO/ K IMMOJYUYCHHUIO COTJIACHUA T'PaAXKIAaH
Ha cOOp U 00pabOTKY ATUX NaHHBIX. JlaHHAs aHATUTUYECKasl CIpaBKa OCBEIIACT
aHaJgu3 TpeX aJbTEPHATHUBHBIX IMIOJAXOJ0B K TOJYYEHUIO corjacus Ha coop,
00paboTKy U mepeavy NepCOHAIBHBIX MEIUIIMHCKUX JTaHHBIX: HHPOPMHUPOBAHHOE
corimacue, «Opt-in» u «opt-outy moaxoapl. JlaHHbIE anbTEpHATHBBI OBLIH
MIPOAHAIM3UPOBAHBI C TOYKH 3PEHHS PACXOJOB, MOJUTUYECKOU MPUEMIIEMOCTH,
a,IIMI/IHI/ICTpaTI/IBHOﬁ IMPpUTOAHOCTH u 3(1)(1)€KTI/IBHOCTI/I Ha OCHOBAaHHH
MCIKAYHAPOAHOTO OIIbITA. C YUCTOM aHaJIn3a Ipecajiaracrcs BI>I6paTI> IIoaxon ((Opt-
outy» HO,IIpaSYMeBaIOHII/Iﬁ MPE3yMIIIUIKO COIJIACHA C BO3MOKXHOCTBIO OTKa3sa.
AnanuTtudeckas CIIpaBKa IpCACTABIIACT CIACAYIOININC PCKOMCHAAINHU 110 BHCAPCHUTO
noaxona «opt-out»:

1. Oéecneyums nanpaenenue ysedomMaeHuil 2pa3coanam 0 603MOHCHOCHU GbLIMU U3
cucmemst coopa, 00pabomku u nepeoayu NEPCOHAIbHBIX MEOUUUHCKUX OAHHBIX C
UHCMPYKYUEIl 6bINOJIHUMb OMKA3.

2. Obecneuumsb 603MONCHOCMb PECUCMPAUUU OMKA3A Yepe3  I1eKMPOHHbLIL
UHMOPMAYUOHHBLI Ppecypc 0OCHYNHBLIL 6CeM 2PAXNCOAHAM, Hanpumep, uepe3 nopman egov.kz.
C asmomamuueckKum y6eoomiaeHuem MeOUYUHCKOU OP2AHU3AUUN RO MeCHmy RpUKPEnieHUsl.
Imo maksice n03601UM, NPOCIEHCUBAN L CHMAMUCMUKY ONKA308.

3. Heo6xo00umo pazpabomams 3aKoH00amenbHyl0 6a3y u 0003HavYums NPAsoeoe noje
nO 00CMYny K REpPCOHANbHLIM MEOUUUHCKUM OAHHBIM 2PAXHCOAH 8 3A8UCUMOCU Om Uelell
docmyna.

4. Heobxooumo paspadbomamsv 3aKoHOOAmeNbHYl0 043y (QYHKUUOHUPOBAHUA
Hauuonanvnozo 3113.

5. Co30anue  onnain-pecypca  Hayuonanvnozo  JII3 ¢  ompajxcenuem
CMAamucmu4eckux OAHHbLIX NO KOAUYeCmeEy AKKYMYJIUPOGAHHBIX OAHHBIX, NO KOJAUUECHIEY
Op2aHU3aUUN, UMEIOWUX O00Cmyn, OAHHBIX 0 Mepax obdecneuenus KubepbezonacHocmu
NEepPCoOHANbHBIX MEOUWUHCKUX OAHHBIX U OPY20Ul COnymcmeyloueil ungopmayuu.

6. [Ilosviuenue 0cee0OMnEeHHOCIMU HACETIEHUA O NOTIONHCUM ENILHBIX ACNEKM nepeoaiu

oannwix ¢ Hayuonanvuviii 113 u nonynapuzayuu yenei eHeOpeHUs U PoIU HAYUOHATLHOZ0
D113 (co30anue unghopmayuonnbvix OPOUIIODP U BUOEOPOSIUKOB).



BeeaeHne

BHenpenue 371eKTpOHHBIX TAaCTIOPTOB 37I0POBhS HAIIMOHATBLHOTO YPOBHS HA
CETOIMHSIIHUN JICHb SBISACTCS HEOTHEMJIEMOW YAaCTBhIO Pa3BUTHS CHCTEMBI
3PaBOOXPAHCHUS BO BCEM MHpPE. DJIEKTPOHHBIM IMACIOPT 370POBBI — 3TO
MIPOJIOJDKUTEIbHAS MEIUIMHCKAs 3amuch, (opMuUpyeMas B DJICKTPOHHOM
dopmate, ¢ eabo coopa, XxpaHeHus: 1 oOMeHa uHpopmaiei o manuente [1]. B
uoeane 3JII3 oondxcen ompasxcamov 6Cl0 UCMOPUIO 300P0BbA UeN08eKA HA
NPOMANCEHUU IHCUZHU GKIIOUAA OAHHbBIE 0N MHOMCECMEA NOCHABUIUKOG
MEOUUUHCKUX YCIYe U3 PA3TUYHBIX MeOuUuHckux opzanuzayui [2]. Hamuaue
OI13 HanmMOHAIBLHOTO YPOBHS 00ECIICUMBACT HAIMYWE TOYHOW, aKTyaJlbHOH H
NOJTHOM WH(OpMaNMu O 370pPOBbE MaMeHTOB. JloCTym nedamux Bpaued K
TIOJTHBIM JIAaHHBIM O COCTOSTHHH 3/I0POBBS TAIIMEHTOB, B TOM YHCJIC B OKCTPEHHBIX
CUTYaIUsX, MOBBIIACT 3()PEKTUBHOCTD KJIMHUKO-IUATHOCTHYCCKOTO MpoIiecca u
CHW)XKACT PUCKH MEAUITMHCKUX OmMMUO0K. Bojee Toro, akkyMmyJImpoBaHUE JaHHBIX
O COCTOSIHMH 3JIOpOBBSI HaceJeHus B HaruoHanbHOM OII3 obecneunBaer cHop
CTAaTHCTHYCCKUX JaHHBIX I 3()QPEKTUBHOTO paCIpeCICHHs] PECYpCOB U
IUTAHUPOBAHUS TOJUTUKA 3ApaBooxpaHeHus. OJHAKO, HApSAIy C IICJIICBBIMU
BeIrofamMu BHeApeHus D113 Hen30e)KHO BO3HHMKAIOT CONMYTCTBYIOIIME BBI3OBHI,
CBs3aHHBIC C OOECIeYeHUEM KOH(HICHIIMAIBHOCTH W JOCTYIIOM K JIaHHBIM.
Haubonee ocTpo CTOMT BOMPOC O MOJYYEHUHU COIIACHs TpaKIaH Ha cOop |
00paboTKy JaHHBIX O 3JI0POBKE.

KOHTEKCT MOAUTMHECKOU MPOBAEMBI

Ha cerogpsmuanii nedp B KazaxcraHe B KaXIOW MEIUIIMHCKOU
opraHu3anuy (QyHKIHMOHHPYIOT aBTOHOMHAs MEIMIIMHCKas HH(pOpMaIMOHHAas
cucTteMa, oOecreurBarolias aBTOMATHU3AIUI0 BHYTPEHHUX OW3HEC-TIPOIECCOB
OpraHu3ald U PETUCTPAIMI0 KIMHUYECKHUX JAHHBIX O COCTOSIHUM 310POBbBS
MAllMCHTOB M TPOBEJCHHBIX JICUCOHO-IUArHOCTHYECKUX MEpOnpHUsATUsiX. B
CHUCTEME 3/IpaBOOXPAHCHUS CYIIECTBYET pa3AeieHUe MEAUIIMHCKUX OpraHu3aiui
10 YPOBHIO OKa3aHHUS MEIMIIMHCKON MOMOIIY (MOJUKIWHUKH, CTAIMOHAPHI U
mpoyee), a Takxke 1Mo MpoPuiIsiM (OHKOAUCTIAHCEPHI, POAMIBHBIE I0Ma U IIPOYEe).
COOTBETCTBEHHO, OJWH T'PaXKAaHUH Ha MPOTSHKEHUU KU3HM B paMKax JieueOHO-
JAArHOCTUYECKOTO MpoIecca MOXKET IMOJIydaTh MEIUIMHCKYIO IIOMOIIb B
MEIHUIIMHCKAX OPTraHM3alMsaX pa3HOro ypoBHsA W mpodwis. Takas murpaius
MAallMCHTOB BHYTPH CHCTEMBI 37PAaBOOXPAHCHHS NPHBOJUT K (parMeHTAIlHH
JAHHBIX O 3J0POBbE M OKAa3aHHBIX MEIUIIMHCKHX Yyciyrax. ®parmeHtanus
JAHHBIX TPUBOAUT K MmpoOernaM B HHPOpPMAIMM HEOOXOAMMOKN Bpady s
JTAATHOCTUKA W OMNPEACICHUS TaKTHUKH JiedeHus. s aKKymMyiaupoBaHUS
(bparMeHTHPOBAaHHBIX JaHHBIX O 3JI0POBbE TpakJIaH pa3paboTaHa W BHEIPEHA
WHTErpalMoHHas atgopMa 3paBOOXpaHCHUS CTPYKTYPHOM YacThI0O KOTOPOM
siBIIsieTCs HalmoHanbHbIM D113, J[aHHBIX 0 HAMOJIHAEMOCTH HallMoHaILHOTO D311
HET, TakKk Kak 1uiaThopMa MHTEPONEpPaOEIbHOCTH BBEJCHA B OIBITHYIO
skcruryatauuto ¢ ssHBaps 2020r. Panee gaHHble OT MEAMLIMHCKUX OpraHU3alUn
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MOCTYNaJIM B pPa3iIUyHble  HMH(OOPMALMOHHBIE CUCTEMBI YINOJIHOMOYEHHOIO
opraHa (perucTp MNPUKPEIJIEHHOTO HACEJIEHUs, JJIEKTPOHHBI  PpErucTp
JUCIAHCEPHBIX OOJIBHBIX, 3JEKTPOHHBIA PETUCTP OHKOJIOTHYECKUX OOJIBHBIX W
npyrue). Ha ceronHsmHuii 1eHb, HE BO3HHMKAJIO BOIPOCA O HEAOCTATOYHOM
HAIlOJIHEHUH JaHHBIX cucTeM. J[aHHOe 00CTOSATENbCTBO, CBSI3aHO C TEM, YTO
(aKTUYECKHU HA MPAKTUKE KAXKJbIM MallMeHT HEe MHPOPMUPOBAJICSI O TOM (akTe,
YTO €ro JaHHble BHOCATCS B MH()OPMALMOHHYIO CHUCTEMY U B MOCIEAYIOLIEM
OyayT nepenansl B Apyrue. I1ockosbKy, TeKyllee 3aKOHOJATENIbCTBO YETKO HE
peryaupyer npolecc MoJy4eHUs COraacus:

Kooekc o 300posve napooa u cucmeme 30pagooxpanenun. Cmamauca 28.

2. Céop, obpabomka nepcoHANbHLIX OAHHBIX Ol HOPMUPOBAHUSL
INEKMPOHHBIX UHDOPMAYUOHHBIX PECYPCO8, COOEPAHCAUJUX NEPCOHANbHBIE OAHHbLE
Quzuueckux auy (nayueHmos), ocyuecmeasiomes ¢ co2aacus puzuuecko2o auya
(nayuenma) uiu e2o 3aKOHHO20 npedcmasumenis, eciu UHOe He YCMAHOBIEHO
Hacmosiuwgum Kooexcom u unvimu 3axonamu Pecnybauxu Kazaxcman [3].

To ectb, coracHO Tekymiend pemakinuu Kojaekca, HENMOHSATHO B Kakou
dbopme u rae durcupyercs wHOOpPMAIMS O COIJIaCHMM WM OTKa3e OT cOopa,
00paboOTKM TepCOHANBHBIX JaHHBIX. JlaHHas QOpMyIHpOBKA MOXKET OBITh
ompaBaaHa OTCYTCTBHEM B TOT MOMEHT TaKoil HEOOXOAUMOCTH, BBUIY
OyMaXHOT'0 JOKYMEHT000O0poTa. OQHAKO, B CBS3HM C IIOBCEMECTHBIM IIPOIICCCOM
G poBU3AIMK OTPACIH, H HECOOXOAMMOCTH OOCCIICUCHUS Iepeadyn JaHHBIX O
3JI0pOBBE TIOCPEACTBOM HMH(MOPMAIIMOHHBIX TEXHOJOTHH BO3HHKJIO ITOHSATHE
«IepCOHAJbHBIC MEIUIIMHCKUE JAaHHBIC» U TpeOyeTcs YeTKOe 3aKOHOMATCIhHOE
peryIupoBaHUE MpoIlecca MOTYUICHHS coriiacks Ha 00paOOTKy 3THX JIaHHBIX.

B céa3u c uem, 6onpocom 0anHOll AHATUMUYECKOU CRPAGKU ABNAEHICA
onpeoejieHue nymu npagozo pezyiuposanus npoueoypsl noJay4eHus co2nacus
2pasicoan Ha coop, oOpadomkKy u nepeoavy nepcoOHAIbHBIX MEOUUUHCKUX
OQHHBIX.

B pamkax qjaHHON aHANIMTHUYECKOHN CpaBKU OyAy pacCMOTPEHBI MOAXOIbI
M0 PETYIMPOBAHUIO TpoOIecca MOJYYCHHS coryacus Ha cOop, oOpaboTKy
rnepenady  NEPCOHAJBHBIX ~ MEIMUIMHCKUX  JAHHBIX I HANOJIHEHUSA
HauunoHanbHoro JI13.

3aoaua: Obecneuums 3aKOHOOAMENbHOE pecyiuposanue npoyecca
noiyueHus coeaacusi Ha coop, 006pabomky u nepeoauy NePCOHANbHbIX
MEeOUYUHCKUX OAHHBIX



https://online.zakon.kz/document/?doc_id=31396226#sub_id=90000

Honumuueckuui sonpoc.: Kaxkoeco nodoxooa ciedyem npuoepircusamovcs 8
Kazaxcmane?

[1OAXOAbI MO PETYAMPOBAHMIO
Ha ceromHsmaMiA 1€HB YKCIIEPTHI 10 CUX TTOP HE MPHIILTHA K KOHCEHCYCY O TOM
KaKoOW TMOJXOJl BCEe-TaKW SIBJISIETCS HaubOoJsiee mNpuemiieMbiM U 0€300JIe3HEHHO
OaylaHcHpyeT MEXIy IpaBaMH Ha KOH(PUIACHIMAIBHOCTh YacCTHOW JKU3HU W
3 ()EKTUBHOCTh KIIMHUKO-TUArHOCTHYECKOTO TMPOIecca, 3aBUCSINYIO0 OT IMOTHOTHI

JaHHBIX.

CymiecTByeT TpHW ajJbTEPHATHBBIX TOJXO0Ja K TOJYYEHHIO COTJIacHs Ha
coop, 00pabOTKy U mepedady TMEePCOHAIBHBIX MEIUIIMHCKUX JIaHHBIX:
ungopmuposannoe cozracue, cucmema Opt-in, cucmema opt-out. Huonce
OaHHble AIbMEPHAMUBHL PACCMOMPEHBL 8 PAMKAX Yemblpex Kpumepuea:

AabTepHaTtuBa 1 - UndopmupoBanHoe coriacue

NudopmupoBannoe corjlacue npearnosaraet IPEI0CTABICHUE
rpaXKIaHUHY MOAPOOHON MHMOPMAIIUH O LENSIX, YCIOBUSX U BOBMOXHBIX PUCKAX
coopa, 00pabOTKM W mepenayd MEePCOHATBHBIX MEAUIMHCKUX JaHHBIX W
NUCBMEHHOTO TOANMHCAaHus UM (OpMBI coryiacus Tpu  OOpalieHuu 3a
MEIUIMTHCKON TTOMOIIBIO.

OneHka noJuTHYECKOro pelICcHUus

3ampamul

JlaHHBIN MMOAXOM TOJpa3yMeBaeT pacxol Oro/pKeTa MEIUIIUHCKUX
OpraHmM3alnuii Ha T1e4arb (OpM comlacus M KaXAOro TpakIaHHHA,
oOpaIarmierocs 3a MEIUIIMHCKONW TOMOIbio (OymMara W KapTpUIKH), YTO B
YCIIOBUSAX TIEPEX0/1a Ha ITU(POBU3AIIMIO SIBISETCS HEPAIIMOHATBLHBIM. 3aTpaThl Ha
pacrnevarky JaHHbIX GopM B MacmTabax CTpaHbl OyAYT COCTABIATH COJIUIHYIO

CyMMY.

Hoaumuueckasa npuemiemocnip

JIaHHBIM MOAXOJ HEMPEANOJaraeT Pa3BUTUSA OIIO3ULIHUHN TPAXKIAHCKOTO
oOIecTBa Tak Kak B JaHHOM CiIydae HE BO3WKAET BOMPOCOB MO HAPYIICHHUIO
KOHCTUTYIIMOHAILHBIX TPaB TPaXKaaH Ha KOHPUICHINATIBHOCTh YACTHOW KU3HU
u mpaB manueHta. [lomydyenwe wWHPOPMUPOBAHHOTO cOTJIacUs Ha JIFOOOE
MCIIOJIb30BaHUE NIEPCOHANBHBIX JAHHBIX BBITJIIUT KaK S TUYECKH 00OCHOBAHHBIN
MOAXO0/I, MOCKOJBKY NPEAOCTABIISAET NALIMEHTAM TOJHBIN KOHTPOJIb.

AoOmunucmpamuenas npuzooOHoCmb

HeobxoaumocTsb MOJTYYEHUS oT KaXJI0T0 rpakJlaHHa
MH(QOPMHUPOBAHHOTO coryacusi coop, o0pabOTKy U mepelnady MepCOHATbHBIX
7



MEIUIUHCKHUX JJAHHBIX IPU Ka)KJO0M 00pallleHUUHU B MEAUIIMHCKYIO OPTaHU3aLUIO
MIPEACTABISAET AIMUHUACTPATUBHYIO HATPY3Ky Ha MEPCOHAI TAK KaK IIPEANIOIAracT
BpEMEHHbIE 3aTpaTbl Ha O3HAKOMIICHHE M TOJNUCaHuE (QOpMBbI coriacus,
oOecrieueHue XpaHeHus JaHHbIX (popM. To ecTh MpHU MOCEIEHUH TPaXKIaHAMU C
LEIbI0 MPOXOXKJAEHUSI CKPUHUHTA M IUJIAHOBOM MMMYHONPO(PUIAKTUKUA TAKXKE
OyZeT 3ampamuBaTbCsi MHPOPMHUPOBAHHOE COIVIACME Ha BHECEHHE JaHHBIX
CKpuHUHTa U  (akta nonydeHuss  BakuuHbl.  [Ipomecc  momydeHus
MH()OPMHUPOBAHHOIO COTJIACUsl TMPEACTABISIET M3JIMUIIHEE OIOPOKPATHUYECKOE
OpeMsi Kak Ha TrpaxJaH, TaKk M Ha MEIUUMHCKHE opraHuzauuu. Taxxe,
UH(GOPMHUPOBAHHOE COTJIACHME HE MOXKET OBbITh MOJYYEHO B IKCTPEHHBIX CIy4asX
OpyU OTCYTCTBUM CO3HaHMS y mnanueHTta. llopunoHHas nepegavya NaHHBIX B
HarmoHanbHbIN O113 mo Mepe nmoanucanust Gopm.

dhpexmuernocmap

Hanonnenue wnammonanpHoro OII3 B maHHOM ciiydae OyAeT TOJBKO
JAHHBIMUA ~ TpPaXJaH, MOJAMKHCABIINX HHPOPMHUPOBAHHOE COIJIACHE MpHU
oOpaieHun 3a MEAUIMHCKOW ycimyroi. To ecTh mepenada JaHHBIX B
HalnoHaabHbIH DI13 Oyner ocymecTBISATHCS TOJBKO MO Mepe MPeaoCTaBICHUS
uH()OPMUPOBaHHBIX coryiacuil. J[yis oOecriedeHus: HAMOJHEHHS JOCTAaTOYHBIM
KOJIMYECTBOM [AHHBIX HEOOXOAMMO MAaKCHMAaJILHO BO3MOYKHOE KOJIMYECTBO
JAHHBIX HAa OCHOBAaHMHM KOTOPBIX MOXKHO OyJIeT NMPUHUMATHCS MOJUTHYECCKUE
pemieHus B oOysacTu 3ApaBooxpaHeHus. [Ipu maHHOM moaxoje, MOCTATOYHOE
HAIMOJIHEHUE HE TTPOU30MIET €AUHOBPEMEHHO WK B KOPOTKUE CPOKHU.

AasTepHaTusa 2 — Opt-in
[Moaxon «opt-in» moapa3syMeBaeT HEOOXOAMMOCTh T'paKIaH, JKEJIAIOIIMX
obecrieunTh cOOp, 0OPaObOTKY M Mepeiavy MepCOHATBHBIX MEAUITMHCKUX TAHHBIX
AKMUBHO U3bAGUMb OAHHYI0 RNO3UKUI0 TIYTEM TIOJA4YHd 3asBICHUA B
MEJIHMIIMHCKYIO OPTaHU3aIUI0 10 MECTy TNPHUKPEIUICHUS WIA B JJIEKTPOHHOM

(bopMaTe B 3aBHCHMOCTH OT pCaIn3alliuu IIOAX0A4d.

OneHnka noJuTH4eCKOro pelICHUsA

3ampamul

B ciywyae peanuzanuum ¢ HEOOXOJMMOCTBIO MOJAYM IHUCbMEHHOTO
3asBJICHUS 3aTpaTbl OyIyT AHAJIOTUYHBIMU Ansmepnamuge 1. DNeKTpOHHAs
peanm3aius norpedyeT GUHAHCUPOBAHUS Pa3pabOTKU W BHEJAPECHHS CEpBHCA Ha
ANEKTPOHHO-HH(POPMAIIMOHHBIX pecypcax YIOJTHOMOYEHHOTO oOpraHa Ju0o
MEIUIMHCKOW OpraHu3allid IMO3BOJISIIOIIETO OOECIEeUYUTh aBTOPU3ALUIO H
UICHTU(UKAINIO TPAKIAHWHA, U PETUCTPAIMIO COTIIAcHs Ha cOOp, 00paboTKy H
nepeavyy nepcoHaaIbHbIX MEAUIIMHCKUX JaHHBIX.

Toaumuueckas npuemiemocms




AHanornuHo Ansmepnamuge 1. JlaHHBIN TOAXOA IPEIOCTABIISIET
MTalMEHTaM IIPaBO Ha 3aIIUTY CBOUX MEPCOHAJIBHBIX MEAUIUHCKUX JTAHHBIX.

AoOmunucmpamuenas npu2oOHOCHLb

CTOUT OTMETHUTH TAKXKE, PU «OPpt-in» KaKIOMY I'pakIaHUHY, KeTaloUEeMy
nepeaBaTh CBOM JIaHHBIE B JIEKTPOHHOM (popMaTe HE0OXOIUMO MPETOCTaBIATh
corjacue Ha mnepefady JaHHBIX B TOM WJIM HHOM BHJE, YTO IpeAnojaraer
3HAUUTENbHYIO0 OIOPOKpPATHYECKYI0 HArpy3kKy. IlepekpEécTHbI cpaBHUTEIBHBIM
aHanu3 HedeaepanbHbIX 00bHUIL HeoTN0kHOUM nmoMoru CIIIA ananu3 BeIsSIBUI,
4T0 OOJIBHHUIIBI ¢ cucTeMor Opt-in Ha 7.8% wdare cooOIIAIT O PEryasTOPHOM
Oapbepe Ui Mepelavyd MepCOHATBHBIX MEIUIMHCKUX JaHHbIX [4]. B ciydae
OpelOCTaBlICHUs] B COTJlacMs B MHCBbMEHHOM BHJE HeoOXoauMo Oyner
¢uznueckoe NpUObITHE B MEAUIMHCKYIO OPraHu3alii0 BHE 3aBUCUMOCTH OT
HEOOXOIMMOCTH TOJIYYeHHSI MEIUIMHCKON yCIyTH. DJIEKTPOHHAs perucTpanus
corjacus TaKkxe Mpeanoiaraet 3arpaTy JUYHOTO BPEMEHH.

dppexmuenocmo /Mercoynapoonlit onvim

«Opt-iny» HCKIOYaeT BO3MOXKHOCTH Mepenayd ¥ oOMeHa MepCOHATbHBIMU
MEIUIMHCKUMH JaHHBIMUA TpaXJaH B Cily4dae OTCYTCTBHSI SIBHOTO COIJIACHS
nanyMeHTta. To ecTh HamoJHeHWEe HauuoHalbHOro OII3 HgaHHBIMU 3aBUCHUT O
KOJIMYECTBA TPak/iaH, sIBHO 3asBHUBIINX O CBOEM 000ApeHnH Ha cOop, 00paboTKy U
nepeaavy NepCoOHAIbHBIX MEAULIUHCKUX NaHHBIX. OHAKO, JaXke B CIIy4ae COIIacHs
Ha cOop, 00paboOTKy M mepenady MEePCOHANBHBIX MEAUIIMHCKUX JAHHBIX B CHITY

OTpeIeIEHHBIX OOCTOSITENILCTB MOTYT HE MPEAOCTABUTH O(UIIUATIEHOE COTJIACHE.

B 2012, B ABcrpamuu mpu BHeApPEHHH «Opt-in» Tombpko 803 dyemoBeka
3apEerucTpUpPOBAIIUCH B MEPBYIO Heneno, 4500 denoBek B MEPBBIA MECSIl U BCETO
6000 B mepBhIe ABa MecAlla O BCe ABCTpaliMM; B TO BPEeMsl KaK YHMCIIO IEIEBBIX
nosib3oBatene cocrapisio 500 000 B TeueHne mepBoro roaa GyHKIIMOHUPOBAHUS
cucrembl (Ha 2012 1. Hacenenue ABctpanuu - 22 723 904) [5]. To ectb mist Toro
YTOOBI MOJIYYHTh CTATUCTUYCCKUA 3HAYMMBIE 10 KOJMYECTBY M KaueCTBY JIaHHBIC B
HarmoHaibHOM D113 HE00X0MMMO MaKCHMalbHO BO3MOXKHOE HamoiHeHue. [[is
WCIIOJIb30BaHUE JAHHBIX JUISl MPUHATHS TOJUTUYECKUX PEHICHUN >KelaTesbHO
HaIoJHEHUE B KOPOTKHUE CpoKH. OIHAKO, MPOLIeCcC MOIauy 3as8BJICHUI HaA coryiacue

MOJKCT 3aTAHYTBCA Ha I'OABI.

B 2016 rony mkosna o01IeCTBEHHOTO 3IpaBOOXPAaHEHHS] MHCTUTYTa MusikeHa
VYuuBepcuteta Jlxopmxa BammHrrona mposena 0030p MOJAXO0/I0B B OTHOIICHUU
oOMeHa MenuIMHCKOW HHpopmanuu B 50 mrTatax Bkitroyas okpyr KomaymoOwus.

JlanHble 111 0030pa ObLTH B3ATHI ¢ caita http://www.healthinfolaw.org , koTopsrii
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http://www.healthinfolaw.org/

apigercss npoekroM nporpammbl Hirsh Health Law and Policy Yuuepcutera
Jlxopmxka Bammnrrona u ¢onnma Pobepra Byna JlxoHcona. JlaHHbIA cailT
aKKyMyJIupyeT (QenepalibHyl0 3aKOHOAATEIbHYIO ©0a3y M 3aKOHBI UITATOB,
PETYIHUPYIOLUIUX JOCTYII, UCIIOJIB30BAHUE, PACKPBITHE U IMMYOIMKAIUI0 METULIUHCKON

unpopmaiuu. CoriaacHo 0030py, 7 umamoe npuoepIHCUBaromcs Mooeau «opt-iny».,

CornacHo 0030py, 3akoHoAaTebHOM 0a3bl oTHOIIEeHUU D113 ctpan EC B 2014
rony ['epmanus, JlrokcemOypr, CnoBakus u BenukoOpuTtanus Npuaep>KUBAINCH
MOJACIH «opt-in» JJIsi ClIydaeB, KOTJa HeoOXoauma Iepefada MepCOHATbHBIX
meauuuHCckux gaHHbix OI13. JlanHbi 0030p Takke coobmraetr o Tom, B 2014
JIrokceMOypr He UMeIT 3aKOHOJATEIbHOM 0a3bl B OTHOIICHUU COTJIACHSI TPaXKJaH Ha
nepeaady naHHbiX. OgHAKO, BIIOCIEACTBUU P pa3padboTke HarmoHanbHOTo D113 1
OTpE/ICCHUH MOAXO0J0B Mepeaady JaHHBIX MPEArnoYes Moeib «opt-out» [9].
Benuxobpuranus ¢ mas 2018 roma Takke mnepelia Ha MOJI€NIb coracus «opt-out»
Ha Tepelady JAaHHBIX JJIS MCCIEAOBATENbCKUX II€JIEH W TIaHUPOBaHUS pedhopm

3/IPaBOOXPAHECHHUS.

Huepnau bl SSBISIOTCS CTPAHOM IPUMEPOM YCIIEIITHOTO BHEPEHHSI CHCTEMBI
«opt-in». TosmaHacKoe 3aKOHOIATEIbCTBO YCTAHABIMBACT KECTKHE TPeOOBAHHS,
0 MOJIYYEHHUIO IBHOT'O COTJIACHs Ha OOMEH JaHHBIMH IMalMeHTOB. M3 ceMHaaTu
MHJUTHOHOB YE€JIOBEK, MpOKuBaromux B Huzmepiaangax, 13 MWIIMOHOB Jaiu
paspelieHre Ha JOCTYI K MX MEIUIIMHCKUM 3amucsam depe3 National Switch Point

(LSP), HanoHaIbHYIO CHCTEMY 0OMeHa MEIMIIMHCKOM nHpopManuei [15].

AabtepHaTtuBa 3 — Opt-out (IIpe3ymnuusi corJiacus)
[Tonxom «opt-out» mnpexarnosaraer, TO YTO BCE Tpa)xJaHE CTPAHbI IO

YMOJYaHUIO COTJacHbl Ha cOop, 00paboOTKy M Tmepefady MepCOHATbHBIX
MEJIUIIMHCKUX JaHHBIX, TMPH 3TOM IS TPEeAOoTBpamieHus cbopa, oOpabOTKU H
neperadyd  MEPCOHATBHBIX ~ MEIUIIMHCKUX  JaHHBIX  HEOOXOJAWMMO  SIBHOE
MPEIOCTaBICHUE OTKa3a MyTEeM IMOJauYH 3asBIICHUS B MEIUIIMHCKYIO OPTaHU3AINIO
M0 MECTy MPHUKPEIJICHUS WIW B SJIEKTPOHHOM (opmaTe B 3aBUCUMOCTH OT

pcain3aliu 1I1oaxXo0aa.

OIIeHKa IOJTUTHYECKOI0 pelIeHUSsI

Jampamol
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Ha ocHOBaHMYU TOCTYITHOTO MEXAYHAPOAHOTO OIBITa MOYKHO TPEIOI0KHUTH,
YTO TMPOIEHT OTKa30B OT cOopa, oOpaboTka W Tmepedayd MNePCOHATbHBIX
MEIUIMHCKUX JaHHbIX He Oyner mpesbimarh 10% or oOwmed 4YKucIeHHOCTH
HacesieHus (cM. ganee). COOTBETCTBEHHO, PAacX0J] pECYpPCOB OyA€T COOTBETCTBOBATh

JAHHOMY KOJIMYCCTBY HACCIICHUA.

THoaumuueckaa npuemiemocms

Ha ceronusmnuii AeHb JaHHAas HOpMa BHECEHA B MPOeKT Kojiekca o 310poBbe
HapoJla U CUCTeMeE 3ApaBooxpaHeHnsd. OTHAKO, BHEAPEHUE JAaHHON HOPMBI BBI3BAJIO
oO1IecTBeHHBIN pe3oHaHc. [IpOTUBHUKY TaHHONW HOPMBI CCHUTAIOTCS HA HAPYILIEHHE
KOHCTUTYLIMOHAJIBHBIX MPaB IpakJiaH Ha KOHPUIECHIUATBHOCTh YACTHOM KU3HU U
JluccaboHcKyro  Jekjapaluio mpaB  nanueHTta.  HamuonanbHas — manarta
npennpunumarenet  PecnyOnuku  Kazaxcrtan «ATaMmekeH» Takke TpeOyer
UCKJIFOUE€HUS TaHHOW HOpMBbL. OHAKO, TaHHBIN MOJIX0/1 YUUTHIBAET MTpaBa I'pak/JIaH,

" IPCIOCTABACT BO3BMOKHOCTD OTKAa3a OT ICpCaavin JaHHbIX.

AOmunucmpamuenas npu2oOHOCHb

Cumraercs, 4ro  «Opt-OUt»  mOAXOX  MpemmojaracT  MEHBIIYIOO
aJIMAHUCTPATHBHYIO HATPY3Ky Ha MEPCOHAT MEIUIMHCKUAX OpPraHU3allMii, TaK Kak,
U Ha nmanuenTos [4,14,15,16].

Dhhexmuenocmnl Merrcoynapoonwiii onvim

[Ipu manHOM moaxone OoJblel BEPOSTHOCTHIO JTOCTUTAETCS HATOJHEHUE
HarmonaneHoro OII3. B ABcrpanuu, mepexoa Ha cuCTeMy «Opt-out» Obit
ocymecTtBiieH B 2018. IIpaBuTenbcTBO ABCTpaIMM NPEAOCTABWIO TpakaaHaM
JTIAH Ha OTKA3 OT nepeaaun nanabix B « My Health Recordy» no 31 oxta6ps 2018
roga. B mocnexyromem mpanain 0bu1 mpoieH no 31 saBaps 2019 roga. [12]. Ha
saBapb 2019 roma, xKpaliHMI CPOK IO BO3MOXKHOCTH Ha OTKa3, u3 25,459,544
rpaxnaan, nanaele 90,1% nHaxomsarcs B «My Health Record», nammonambHBIN

Kod(purmeHT otkasza cocrapmia 9,9% [6].

B Cunranype, no cocrosauto Ha wuwonb 2019 roma, 417 nauueHTOB
OTKAa3aJIMCh OT MEPEeNavYu NEPCOHATIBHBIX MEAULUMHCKUX JaHHBIX B HAIMOHAIBHYIO
uHpopMaImoHHyIo Tathopmy (Hacenenne Cunramypa Ha 2019 r.- 5781 110) [8].
C 2011 roma 31 yenoBek NPEANOWIM BEPHYTHCA MOCIE KOHCYJIbTAMH O
npeumytmiectsax NEHR [7].
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CornacHo o030py, 3akoHonarenbHOM 0aszwpl oTHomeHuu I3 ctpan EC
ABCTpUs BHEIpUa HOBOE 3aKOHOAATEIHCTBO, B COOTBETCTBHH C KOTOPBIM BCE
3acTpaxoBaHHbIE ManueHTHl UMEIOT D113 mo ymonyanuro. Tem He MeHee, MAMEeHT
MOJKET HCKJIIOUUTH JOCTYN KO BCEM JaHHBIM WM K OMpPEIEICHHBIM JaHHBIM OT
HEKOTOPBIX TOCTABIIMKOB MEAMIIMHCKUX YCIyr. Takas THOKOCTb TakKxke
JOMYCKAeTCsd 3aKOHOAATENIBCTBOM OCTOHHM, PpanHuuu, Benrpum un Hcenmanum.
JlaTckoe 3aKOHOAATETCTBO OTIIMYAETCS TEM, UTO «Opt-out» IEeHCTBYET TOJIBKO B TEX
cllydasix, Korja siBHoe coriacue He tpeOyetcs [9]. Ha moment o630pa B 2014
JIrokceMOypr He UMeIl 3aKOHOIaTeIbHOM 0a3bl B OTHOIICHUHN COTJIACHS IPaXKIaH Ha
nepenady qaHHbX. OHAKO, BIOCIEICTBUN MpHU pa3padboTke HanuoHanbHOTO D13 1
OIIPEICJICHUN TIOJXOJI0B MEpeadn JaHHBIX Mpeanodyes Mojaeib «opt-out» [9].
Benukobputanus ¢ mast 2018 roga Taxke mepenia Ha MOJENb COTaacus «opt-out»
Ha Tiepefady JaHHBIX IS MCCIEAO0BAaTENbCKUX IIEeNICH M TUTaHUPOBaHUS pedopMm
3IpaBooXpaHeHus. JlaHHAs HOpMa 3aKOHOAATEIHHO 3aKpEIUIeHa B HAI[MOHAIBHON
nporpamme «0pt-out» ot mapta 2019 roga (National Data Opt-out Programme). 3a
2019 6bu10 3aperucTpupoBaHo He 6osiee 3 % OTKA30B OT MepeIaun MePCOHATBHBIX

MEJIUIMHCKUX JaHHBIX [8].

CornacHo 0030py IMOAXOJOB, B OTHOIICHHUH OOMEHa MEIUIIMHCKON
uanpopmanmun B CIIA, 23 mrara CHIA, B TOoM umcie okpyr KomymoOwus,
3aKOHOJIATEIbHO 3aKPENUIn «opt-outy Mozaens [11].

3AKAKOYEHME

Ha ocHoBaHWMH BBINIEH3IIOKEHHOTO, MOXKHO 3aKIIOYUTh, YTO HamOoJjee
3 PEeKTUBHON TT0 JOCTHXKCHHUIO HAIIOJHEHUS HAIIMOHAIIBHOW MHGOPMAIMOHHON
CHCTEMBI 3[IPaBOOXPAHCHHS, a TAK)KE M0 aIMHUHHCTPATUBHON MPUEMIIEMOCTH U
PECYpPCHOHM 3aTpaTHOCTH HamboJyiee MPUEMIIEMBIM TIOJXOJOM JUIS TTOTYYCHHS
coriacusi Ha cOop, 00padOTKy U mepeavy nepCoOHATbHBIX MEAUITMHCKUX JTAHHBIX
ABIEeTCS «OPt-OUt» moaxoa. MeXayHapOIHBIN OMBIT TAaKXKE MOKAa3bIBAET, UTO
OOJBIIMHCTBO U3 PACCMATPUBAEMBIX PA3BUTHIX CTPAH MUPA BEIOMPAIOT «Opt-OUt»
MOJIXOJ.

[IpenmyiecTBa JaHHOW MOJEIH:

1. Ilpu paHHOM MoOAENM MNPEANOJAraeTcs HalW4yue COTJlacHsl Tpa)KJaH Ha
nepeaavy JaHHBIX, C MPABOM Ha MOJHBINA OTKa3, a 3HAYUT YUYHUTHIBAKOTCS
npaBa rpak/JaH.

2. Ilpn Mogenu «Opt-out» cymecTByeT OOmbIIasi BEPOSTHOCTh HATIOJHEHUS
HauoHanpHOoro JI13.

3. Knuanueckas Beiroma m obecreueHne AOCTYMHOCTH JAaHHBIX Bpadam,
BOBJICYEHHBIX B JIESITEJILHOCTh, CBSA3aHHYIO C IMOCTAHOBKOW JIMAarHO30B,
JI€YeHUEM UJTU NMTPOPUIAKTUKON 3a00J1eBaHUM U ITPoOJIEM CO 310POBbEM, B
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0001 MOMEHT, B LIEJISX OKa3aHUs MEIUIMHCKON MOMOILY B METULIUHCKHUX
OpraHu3aluaX Pa3HOro ypOBHS U MPODUIIS.

B cinyyae  3aKOHOJATENBPHOIO  3aKpeIUIEHWs  MOJIXOAa  «opt-Out»
OnpenenEHHBI TPOIICHT HACEJNeHUs B CHIY ONPEISIEHHBIX COOOpaKeHH
BOCIIOJIb3YeTCs MPaBOM OTKa3a. [IpenounrenbHo, YTOOBI KOJIMYECTBO OTKA30B OBLIO
MUHUMAJIBHO, TaK KaK 3TO CKa)XETCS Ha TOJHOTE JaHHBIX B HarmoHaigbHOM OII3.
Hwmxe mpencraBieHbl peKOMEHAAIMH, KOTOPbIE HYXHO YUYECTh NMPU BHEAPEHUH
MO/IX0/1a O MOJIYYEHUIO coracus Ha cOop, 00paboTKy U nepeaady nepcoHalIbHbIX
MEIMIMHCKHUX JaHHBIX B paMKaX MOAX0/a «opt-Out».

PekomMeHAQLMM MO BHEAPEHMIO

7. Obecneuumbo HanpaeieHue - y8e0OMaeHUll cpasicoanam 0
B03MOMCHOCMU  GbIIUIMU U3 cUcCmeMbl cOopa, oOpadbomku u nepeoauu
NEPCOHAIbHBIX MEOUUUHCKUX OAHHBIX C UHCMPYKUUEll 6bINOJITHUMb OMKA3.

8. QObecneuumsv  603MONCHOCHMb  pecucmpayuu  OmkKaza  uepe3
INEeKMPOHHBLIL UHDOPMAYUOHHBLE pecypc OOCHMYHRHBLL 6CeM 2PAaAXNCOaAHAM,
Hanpumep, uepe3 nopman €gQov.Kz. C asmomamuueckum yeeoomieHuem
MeOUUUHCKOU OP2AHU3AYUU NO MeCHLY NPUKPEnaeHUuA. Imo makxce no3eonunt,
HPOCNIEeHCUBAN b CHIAMUCIMUKY OMKA308.

9. Heobxo0umo paspabomams 3aKoHOOAmeNAbHyl0 0a3y U 0003HAUUMD
npaeoeoe nojie no 00CMyny K RepCoOHANbHBIM MEOUUUHCKUM OAHHBIM 2PANCOAH 6
3aeucumMocmu om yesneil 0ocmyna.

10. Heo6xo00umo pazpabomams 3aKOHOOameibHy oazy
¢ynkyuonupoeanua Hayuonanvnozo I113.

11. Co3oanue omnnain-pecypca Hayuonanvnozo 3III3 ¢ ompasicenuem
CMAamucCmMuYecKux OAHHBIX NO KOJUYECHEY AKKYMYJIUPOBAHHBIX OAHHBIX, NO
KoJiuuecmey Op2aHu3zayuil, UmMeuiux 00Cmyn, OaHHBIX 0 Mepax obecneveHus
KubepoezonacHocmu  NePCOHAIbHLIX MEOUYUHCKUX OAHHBIX U  Opy2oil
conymcmeywuieil ungpopmayuu.

12. Ilogbluienue 0C6e0OMICHHOCIMU HACEICHUA O NOJIONHCUMETbHBIX
acnekm nepeoauu OanHblx 6 Hauuonanvhwvlii I3 u nonynapuzayuu ueneil
eéHeOpeHua u poau Hayuonaavhoz2o 3113 (cozoanue unghopmayuonnvix opoutrop
U 6UOCOPOSIUKOE).
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